disease at age 49, my husband decided he was going to be tested. Who would have known one simple blood draw would change my life so much ? After many nights of crying and living in complete fear, my husband and I decided something needed to change. We decided we were not going to bow down to this disease. We were going to get involved. We were going to educate ourselves about everything that was going on in the Huntington ' s disease world. The one thing we really got involved in was clinical trials, because we know that the future of our family relies on science and clinical trials. We knew that if the clinical trials were not enrolled and retained, we would never see any new therapies or treatments come to market for those who suffer with Huntington ' s disease. My husband is now enrolled in fi ve clinical trials and studies.
Does your grassroots organization interact with other organizations ? Which are the main benefi ts of such interactions ?
We work with other Huntington ' s grassroots organizations internationally. We also work with other organizations in different disease communities. We are able to share ideas and talk about different programs that each organization has started, which benefi ts the community they serve. We have been able to help different organizations start their own radio shows. We ask for advice from other organizations about programs such as our patient registry. These are benefi cial relationships for all parties involved. We are all looking to build and start new programs to serve our disease community. That ' s when I found Help 4 HD International. When the CEO invited me to be a guest on their radio show, I realized that this organization would be the perfect platform for me to use my gifts in advocacy and my humanitarian spirit. I am now the vice president of Help 4 HD International, a next -generation nonprofit organization serving the Huntington ' s disease community. 
What do you see as the greatest challenges for patient advocacy organizations like yours ?
Help 4 HD International ' s biggest challenge is how to become sustainable. We are not taking fundraising dollars from our community at this time, but we rely solely on educational grants and private donations. The mission of Help 4 HD International is to educate the world about Huntington ' s disease, but we know it ' s so much more. We are developing programs not only to educate the world, but also to produce platforms that can help other organizations like ours. Only in our fi rst year as a fully exempt public charity, for now we are focused on educational symposia. We have so many great ideas for much needed programs for our Huntington ' s community; the biggest challenge is fi nding ways to get these programs funded. We are a nextgeneration nonprofit organization pioneering needed change and adopting elements of successful programs from other organizations as we go. Pioneering clinical trial outreach is one program we feel is very important and our clinical trial platform has never been done in the way we have through our multimedia and communications platform. Through this communications platform, we can reach a greater population of our community to educate and impart hope.
What do you think needs to be done to advance the stem cell fi eld toward clinical applications ?
We believe the answer to this is education and funding. We all know that getting this science from the bench to clinical application takes millions of dollars. I think it is a travesty to lose promising science due to lack of funding.
What role do we play as patient advocates to help stimulate funding ? We use our voices to tell our stories. We have to educate the public about how important regenerative medicine is to care and cure. There are so many stigmas and barriers when it comes to regenerative medicine. We as patient advocates have to break down those barriers to dispel the stigmas through advocacy and education.
As an informed California voter, we started an advocacy movement the day that proposition 71 passed and the California Stem Cell Agency was formed. We continue our mission to educate the voters about the prospect of regenerative medicine and seek philanthropy and private funding, but ultimately we need the government and industry to back our scientifi c endeavors.
We have to empower the people to stand behind regenerative medicine, and how we do that is through education. People who are living with chronic illness already know and feel the desperation for new therapies and treatments. We must also educate the people who have not been affl icted. Everyone who is walking this earth is at risk for chronic illness and injury. Time is of the essence for many, and delays due to funding can be devastating. We have to show up at public forums and use all forms of media to tell our stories and teach layman ' s science. We are fi ghting against time to educate the world about regenerative medicine so Stem Cells and Development • Vol. 23, Supp. 1 2014 that we can get this promising science to clinical application as fast as possible.
What was the best advice you were given ? What advice would you give to other people entering the advocacy movement ?
The best advice I have received in my advocacy journey was from a fellow Huntington ' s disease patient advocate who has been doing this for over 20 years. Judy Roberson is one of our pioneers and has been a part of many movements in the Huntington ' s disease community that has brought about change. Her advice was " show up and speak up. " She said show up to whatever you can. If there is a convention, summit, or symposium, " show up. " If there is a government meeting or anything to help bring support or awareness to our Huntington ' s community, " show up and speak up. "
I am always thinking of her " show up and speak up " concept. When there is a funding meeting and there is a Huntington ' s disease grant on the We must educate the world about regenerative medicine so that we can get this promising science to clinical application as fast as possible.
